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S Kennedy, Debora

From: Rothwell, Julie ,
Sent: Monday, July 14, 2003 11:02 AM
To: Kennedy, Debora

. Subject: Tuberous Sclerosis

. HiDebora,

~ Here is the information for the Senate/Assembly Resolution on Tuberous Sclerosis.

T
“107th"Congress
Points on Tuber...

- Thank you!

Julie A. Rothwell
State Senator Carol Roessler's office
18th Senate District

- 1-888-736-8720

. (608) 266-5300




107" Congress Points on Tuberous Sclerosis
*Senator Roessler would like a Senate Assembly Resolution
th:reas at least two children born each day will be affected with tuberous sclerosis;
Whereas nearly one million pe;,ople worldwide are known to have tuberous sclerosis;
Whereas tuberous sclerosis affects all races and ethnic groups equally;

Whereas tuberous sclerosis is caused by either an inherited autosomal disorder or by a
spontaneous genetic mutation;

Whereas when tuberous sclerosis is genetically transmitted as an autosomal dominant

disorder, a child with a parent with the gene will have a 50-percent chance of inheriting
the disease; ‘

Whereas two-thirds of the cases of tuberous sclerosis are believed to be a result of
spontaneous mutation, although the cause of such mutations is a mystery;

Whereas diagnosis takes an average of 90 days with consultation of at least three
specialists;

Whereas tuberous sclerosis is the largest known genetic cause of epilepsy;
Whereas tuberous sclerosis is now the second largest identifiable genetic cause of autism;

Whereas tuberous sclerosis frequently goes undiagnosed because of the obscurity of the
disease and the mild form the symptoms may take; and

* Whereas the Congress as an institution, and Members of Congress as individual, are in
unique positions to help raise public awareness about the need for increased funding for

research, detection, and treatment of tuberous sclerosis and to support the fight against
tuberous sclerosis.; :

Whereas all Americans should take an active role in the fight against tuberous sclerosis
by all means available to them, including early and complete clinical testing and
investigating family histories;

Whereas Wisconsin has the responsibility to endeavor to raise awareness about the
importance of the early detection of, and proper treatment for, tuberous sclerosis;

The role played by national and community organizations and health care providers in
promoting awareness of the importance of early diagnosis, testing, and ongoing screening
should be recognized and applauded;

Whereas as a state and nation we need to continue to consider ways to improve access to,
- and the quality of, health care services for detecting and treating tuberous sclerosis.




Kennedy, Debora
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Thanks
Julie

- i07th Congress
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Rothwell, Julie

Monday, July 14, 2003 4:31 PM
Kennedy, Debora

tuberous sclerosis

Here is the revised version of the Joint Resolution, | hope it is Ok.




Tuberous Sclerosis
*Senator Roessler would like a Senate Assembly Resolution
Whereas at least two children born each day will be affected with tuberous sclerosis;
Whereas nearly one million people worldwide are known to have tuberous sclerosis;
Whereas tuberous sclerosis affects all races and ethnic groups equally;

Whereas tuberous sclerosis is caused by either an inherited autosomal disorder or by a
spontaneous genetic mutation;

Whereas when tuberous sclerosis is genetically transmitted as an autosomal dominant

disorder, a child with a parent with the gene will have a 50-percent chance of inheriting
the disease;

Whereas two-thirds of the cases of tuberous sclerosis are believed to be a result of
spontaneous mutation, although the cause of such mutations is a mystery;

Whereas diagnosis takes an average of 90 days with consultation of at least three
specialists; :

Whereas tuberous sclerosis is the largest known genetic cause of epilepsy;
Whereas tuberous sclerosis is now the second largest identifiable genetic cause of autism;

Whereas tuberous sclerosis frequently goes undiagnosed because of the obscurity of the
disease and the mild form the symptoms may take; and

Whereas the Congress as an institution, and Members of Congress as individual, are in
unique positions to help raise public awareness about the need for increased funding for

research, detection, and treatment of tuberous sclerosis and to support the fight against
tuberous sclerosis.;

Resolved by the Senate, the Assembly cdncurring, That

1) All Americans should take an active role in the fight against tuberous sclerosis by all

means available to them, including early and complete clinical testing and investigating
family histox_ies; ’ ’

2) The role played by national and community organizations and health care providers in
promoting awareness of the importance of early diagnosis, testing, and ongoing screening
should be recognized and applauded;

Resolved that Wisconsin does hereby have the responsibility to raise awareness about the
importance of the early detection of, and proper treatment for, tuberous sclerosis;

“Resolved that as a state and nation we need to continue to consider ways to improve

access to, and the quality of, health care services for detecting and treating tuberous
sclerosis. '
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DRAFTER’S NOTE LRB-2989/1dn
FROM THE DAK:kmgrs
LEGISLATIVE REFERENCE BUREAU :

August 4, 2003

To Senator Roessler:

I have revised the “resolving” provisions proposed for this draft to conform more closely
to the wording of most Wisconsin joint resolutions and to ensure that the resolution
- does not commit the legislature to acts that, practically or in theory, cannot be carried
out. For example, instead of resolving that “Wisconsin does hereby have the
responsibility to raise awareness...,” I have used wording that states “members of the
senate and assembly recognize that it is necessary in Wisconsin to raise awareness....”

Please review, and don’t hesitate to call if you have any questions.

Debora A. Kennedy

Managing Attorney

Phone: (608) 2660137

E-mail: debora.kennedy@legis.state.wi.us




- .(608) 266-5300

e Kennedy, Debora

" From: Rothwell, Julie
"~ Sent: Wednesday, August 20, 2003 1:21 PM
To: Kennedy, Debora
Subject: joint resolution
“ Hi Debora,

I'”have some changes for LRB 2989/, tuberous sclerosis joint resolution. On page 2, line 6 both of the Congress's should
say Senate instead and in'line 7 after public awareness about, it should be the instead of he.
Other than that it looks good, thanks!

- Julie A. Rothwell

% State Senator Carol Roessler's office
" 18th Senate District

1-888-736-8720
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2003 SENATE JOINT RESOLUTION

Relating to: tuberous sclerosis.

Whereas, at least 2 children born each day will be affected with tuberous
sclerosis; and

Whereas, nearly 1,000,000 people worldwide are known to have tuberous
sclerosis; and

Whereas, tuberous sclerosis affects all races and ethnic groups equally; and

Whereas, tuberous sclerosis is caused by either an inherited autosémal
disorder or by a spontaneous mutation; and

Whereas, when tuberous sclerosis is genetically transmitted as an autosomal
dominant disorder, a child with a parent with the gene will have a 50% chance of
inheriting the disease; and

Whereas, two-thirds of the cases of tuberous sclerosis are believed to be a result
of spontaneous mutation, although the caﬁse of such mutations is a mystery; and

Whereas, diagnosis takes an average of 90 days with consultation of at least 3

specialists; and
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Resolved by the sendafe, the assembly concurring, That the members of the

applaud the role played by national and community organizations and health care
providers in promoting awareness of the importance of early diagnosis, testing, and

ongoing screening for tuberous sclerosis; and, be it further

X
Resolved, That the members of the seékatmd‘assmbly recognize that it is

to improve access to, and the quality of, health care se detecting and

treating tuberous sclerosis.

(END)
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2003 SENATE JOINT RESOLUTION

Relating to: tuberous sclerosis.

Whereas, at least 2 children born each day will be affected with tuberous

sclerosis; and

Whereas, nearly 1,000,000 people worldwide are known to have tuberous

sclerosis; and

Whereas, tuberous sclerosis affects all races and ethnic groups equally; and

Whereas, tuberous sclerosis is caused by either an inherited autosomal

disorder or by a spontaneous mutation; and

Whereas, when tuberous sclerosis is genetically transmitted as an autosomal

dominant disor&er, a child with a parent with the gene will have a 50% chance of

inheriting the disease; and
Whereas,‘ two—thirds of the cases of tuberous sclerosis are believed to be a result
of spontaneous mutation, although the cause of such mutations is a mystery; and

Whereas, diagnosis takes an average of 90 days with consultation of at least 3
specialists; and
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Whereas, tuberous sclerosis is the largest known genetic cause of epilepsy; and

Whereas, tuberous sclerosis is now the 2nd largest identifiable genetic cause
of autism; and

Whefeas, tuberous sclerosis frequently goes undiagnosed because of the
obscurity of the disease and the mild form that the symptbms may take; and

Whereas, the Wisconsin legislature as an institution and members of the

“Wisconsin legislature individually are in unique positions to help raise public

awareness about the need for increased funding for research, detection, and
treatment of tuberous sclerosis and to support the fight against tuberous sclerosis;
now, therefore, be it

Resolved by the senate, the assembly concurring, That the members of the
Wisconsin legislature support the taking of an active role by all Americans in the
fight against tuberous sclerosis by all means available, including early and complete
clinical testing and investigating family histories; and, be it further

Resolved, That the members of the Wisconsin legislature recognize and
applaud the role played by national and community organiiations and health care
providers in promoting awaréness of the importance of early diagnosis; testing, and
ongoing screening for tuberous sclerosis; and, be it further

Resolved, That the members of the Wisconsin legislature recognize that it is
necessary in Wisconsin to raise awareness about the importance of the early
detection of,A and proper treatment for, tuberous sclerosis; and, be it further

Resblved, That the members of the Wisconsin legislature acknowledge that

Wisconsinites as a state and Americans as a nation need to continue to consider ways
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to iinprove access to, and the quality of, health care services for detecting and

treating tuberous sclerosis.

(END)




